The objective of this review is to identify the barriers and enablers towards patients being involved in quality improvement efforts towards their own health care.
Review question/objective
The objective of this review is to identify the barriers and enablers towards patients being involved in quality improvement efforts towards their own health care.
The review question is: What difference does the involvement of patients in quality improvement projects and processes make to their own health?
Background
Historically the quality improvement movement in health started in the early 1990's although industry had already been using many of the concepts earlier. Patient-centeredness is a concept coined in the 1960's, which predated the QI movement. I will concentrate on all reports from 1990 in order not to exclude the earlier work regarding QI in health.
Quality improvement (QI) is a strong movement in many sectors including health. Patients' involvement in service improvement has only recently been acknowledged as adding value. This has a parallel in the value of patient centered individual consultations with better clinical outcomes, improved costs and other positive outcomes. 1 The hypothesis is that where patients are excluded from quality improvement efforts, there may be missed opportunities relating to patient experience, values and satisfaction and other outcomes of quality care. Where patient involvement and feedback has been used, there is evidence of improved The focus of this systematic review is therefore that in primary care in a developing country, the exclusion of patients from quality improvement initiatives in health is a possible barrier to improved quality of patient care. Patient empowerment in other contexts has lead to increased patient responsibility and better health outcomes.
26,27
Papers that have explored this topic have included reports as well as qualitative and quantitative research. However the focus will be on reports and qualitative methodologies for the current review.
Firstly a rapid assessment was done on whether there are systematic reviews covering the above topic.
A preliminary search of Cochrane Database of Systematic Reviews, Joanna Briggs Institute Library of Systematic Reviews, Medline, CINAHL, PsychInfo and SCOPUS have indicated that the closest systematic reviews to the proposed topic were the evaluation of clinical care pathways, provider centeredness, contextual influences on quality improvement (where the individual patient was not considered), QI research methods and engaging patients in shared decision making in chronic illnesses, but no qualitative or quantitative systematic reviews on patient involvement in QI.
''The Impact of accreditation on the Quality of Health services'' 28 is a systematic review found by searching OpenDoAR. This concentrated on a particular QI emphasis namely accreditation, however with no patient involvement. On the other hand a systematic review of interventions to improve quality of care in hospitals is closer to the proposed topic as the perspective is that of the patient, health professional and researcher. 29 However, primary care is the focus for the current systematic review, not hospital-centric interventions. There still therefore remains an unexplored area for a systematic review to be done.
Apart from systematic reviews, a rapid initial review of current literature has indicated that in the area of chronic illness, there are numerous reports and research studies on collaborative decision making , 30,31,32,33 with structured quality interventions leading to improved clinical outcomes. Many of these are based on the chronic care model (CCM) 34, 35 The concepts and structure of the earlier reports do not reflect quality improvement vocabulary but implicit in the papers are the QI elements i.e. development of strategies towards health improvements based on different forms of initial baseline assessments.
However, the role of the patient or family in the development of these strategies is lacking in all these reports.
Giachello 36 describes a collaborative development of diabetic care quality improvement in a participatory action research study done in Chicago. This article would be much closer to the review requirement s than the above, although the words ' QI' do not appear. 48 . These were all quantitative research articles, literature reviews or reports.
Where there is mention of patient participation, collaboration, empowerment, engagement, satisfaction, involvement or shared decision making in the title or in the abstract these articles or reports will be screened for the review.
Outcomes are difficult to assess in quality improvement due to the complexity of the process, so where there are reported outcomes, these will strengthen the inclusion possibilities. Possible outcomes expected are improved patient satisfaction (quantitatively or qualitatively measured/reported), improved clinical outcomes e.g. HBA1C <7 in diabetic patients or fewer admissions for target organ disease ; empowerment measures increased (using empowerment scales), improved adherence to medication as measured for example by pill counts or bottle top counters, improved costs of a program and others.
Keywords
Patient involvement, patient empowerment, patient enabling, patient centeredness/centredness, shared decision making, quality improvement in health, service improvement in health
Inclusion criteria

Types of participants
The qualitative and textual components of this review will consider studies that include adults and children of all ages experiencing any health problem.
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Phenomena of interest
The qualitative and textual components of this review will consider studies that evaluate the involvement of patients in quality improvement efforts/projects. in any health setting in all areas of health.
Types of outcomes
This review will consider studies that include amongst others, the following outcome measures: patient empowerment or satisfaction, clinical outcomes as appropriate to the QI e.g. blood levels, admissions and cost outcomes.
Types of studies
The qualitative and textual components of this review will consider studies that focus on qualitative data, including but not limited to designs such as phenomenology, grounded theory, ethnography, action research and feminist research.
Search strategy
The search strategy aims to find both published and unpublished studies. A three-step search strategy will be utilized in this review. An initial limited search of the Medline and CINAHL databases will be undertaken followed by analysis of the text words contained in the title and abstract, and of the index terms used to describe the article. A second search using all identified keywords and index terms will then be undertaken across all included databases. Thirdly, the reference list of all identified reports and articles will be searched for additional studies. Studies published in the English language published from 1990 will be considered for inclusion in this review as this is when health began using the quality improvement concepts earlier used in industry and finance.
The databases to be searched include: Cochrane Database of Systematic Reviews, Joanna Briggs
Institute Library of Systematic Reviews, Pubmed, CINAHL, PSYCInfo, SCOPUS, MedNAr and ProQuest Theses and Dissertations.
Initial keywords to be used will be:
Patient involvement/empowerment/enabling/centeredness/centredness, shared decision making, quality improvement in health/service improvement in health.
Assessment of methodological quality
Qualitative papers selected for retrieval will be assessed by two independent reviewers for methodological validity prior to inclusion in the review using standardized critical appraisal instruments from the Joanna Briggs Institute Qualitative Assessment and Review Instrument (JBI-QARI) (Appendix I). Any disagreements that arise between the reviewers will be resolved through discussion, or with a third reviewer.
Textual papers selected for retrieval will be assessed by two independent reviewers for authenticity prior to inclusion in the review using standardized critical appraisal instruments from the Joanna Briggs Institute Narrative, Opinion and Text Assessment and Review Instrument (JBI-NOTARI) (Appendix I).
Any disagreements that arise between the reviewers will be resolved through discussion, or with a third reviewer.
Data collection
Qualitative data will be extracted from papers included in the review using the standardized data extraction tool from JBI-QARI (Appendix II). The data extracted will include specific details about the interventions, populations, study methods and outcomes of significance to the review question and specific objectives.
Textual data will be extracted from papers included in the review using the standardized data extraction tool from JBI-NOTARI (Appendix II). The data extracted will include specific details about the interventions, populations, study methods and outcomes of significance to the review question and specific objectives.
Data synthesis
Qualitative research findings will, where possible be pooled using JBI-QARI. This will involve the aggregation or synthesis of findings to generate a set of statements that represent that aggregation, through assembling the findings (Level 1 findings) rated according to their quality, and categorizing these findings on the basis of similarity in meaning (Level 2 findings). These categories are then subjected to a meta-synthesis in order to produce a single comprehensive set of synthesized findings (Level 3 findings) that can be used as a basis for evidence-based practice. Where textual pooling is not possible the findings will be presented in narrative form.
Textual papers will, where possible be pooled using JBI-NOTARI. This will involve the aggregation or synthesis of conclusions to generate a set of statements that represent that aggregation, through assembling and categorizing these conclusions on the basis of similarity in meaning. These categories are then subjected to a meta-synthesis in order to produce a single comprehensive set of synthesized findings that can be used as a basis for evidence-based practice. Where textual pooling is not possible the conclusions will be presented in narrative form.
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